Experiencing the care of a family member with Crohn’s disease: a qualitative study by Garcia-Sanjuan, Sofia et al.
1García-Sanjuán S, et al. BMJ Open 2019;9:e030625. doi:10.1136/bmjopen-2019-030625
Open access 
Experiencing the care of a family 
member with Crohn’s disease: a 
qualitative study
Sofía García-Sanjuán, Manuel Lillo-Crespo, María José Cabañero-Martínez, 
Miguel Richart-Martínez, Ángela Sanjuan-Quiles
To cite: García-Sanjuán S, 
Lillo-Crespo M, Cabañero-
Martínez MJ, et al.  Experiencing 
the care of a family member 
with Crohn’s disease: a 
qualitative study. BMJ Open 
2019;9:e030625. doi:10.1136/
bmjopen-2019-030625
 ► Prepublication history for 
this paper is available online. To 
view these files, please visit the 
journal online (http:// dx. doi. org/ 
10. 1136bmjopen- 2019- 030625)
Received 22 March 2019
Revised 25 September 2019
Accepted 27 September 2019
Faculty of Health Sciences, 
Department of Nursing, 
University of Alicante, Alicante, 
España
Correspondence to
Dr María José Cabañero-
Martínez;  
 mariajose. cabanero@ ua. es
Original research
© Author(s) (or their 
employer(s)) 2019. Re-use 
permitted under CC BY-NC. No 
commercial re-use. See rights 
and permissions. Published by 
BMJ.
Strengths and limitations of this study
 ► Our study results highlighted the life experience of 
family caregivers of people with Crohn’s disease 
(CD) from a family-based culture.
 ► The study participants represented a range of differ-
ent sociodemographic characteristics.
 ► Our results may contribute to improving the CD car-
ing process in family contexts as well as the training 
of both health professionals and family caregivers 
regarding this topic.
 ► As all participants belonged to a Mediterranean 
culture, future research designs should focus on 
more diverse samples to explore other perspectives 
among different types of support of people with CD.
AbStrACt
Objectives To explore the experiences of caregivers living 
with relatives affected by Crohn’s disease (CD) in a context 
in which the family provides social support.
Design A qualitative study based on a phenomenological 
approach was conducted through in-depth interviews.
Setting Participants living in Alicante (Spain) were 
recruited
Participants Eleven family caregivers of people with CD 
were interviewed.
Methods The in-depth interviews took place in the 
participants’ homes and were audio recorded and then 
transcribed for a qualitative thematic analysis.
results Five themes and accompanying subthemes 
were identified: (1) adaptation to the caring experience, 
(2) dichotomy ‘with or without me’, (3) unending burden, 
(4) need for knowledge and control of the disease, and (5) 
getting used to CD and normalising life.
Conclusion The findings contribute to an increase in the 
knowledge and comprehension of the experience of being 
the caregiver of a relative with CD, which could be useful 
for professionals towards improving the quality of the 
CD caring process. Due to the temporal dimension of CD 
with frequent bouts of exacerbation and remission, family 
caregivers must adapt and acquire skills during chronic 
illness evolution. Moreover, the lack of family caregivers’ 
inclusion and follow-up within the Spanish health system 
makes them feel invisible and useless, which may 
contribute to caregivers’ burdens.
IntrODuCtIOn
Crohn’s disease (CD) belongs to a group of 
chronic illnesses denominated as inflam-
matory bowel disease. It is characterised by 
bouts of exacerbation and remission,1 which 
reduce the quality of life of those affected.2 3 
Currently, anti-tumour necrosis factor treat-
ments exist,4 which would appear to change 
the course of the disease, yet despite 
advances in medication in terms of symp-
tomatology, healthcare services do not seem 
to be providing all the support people with 
CD require.5 This means a large part of the 
burden of attending to those affected falls on 
their family and within close circles. The latter 
group refers to a person who is the informal 
or family caregiver of a person with a non-in-
validating chronicity, or chronic illness, with 
partial dependency.6
A family carer is defined as a person who 
provides long-term care to a sick person, 
often a family member or friend, and it does 
not include voluntary or remunerated formal 
carers.7 Although with this type of non-inval-
idating chronic disease, as is the case with 
CD, the person developing the disease is not 
completely dependent on their carer, they do 
need someone to support them in facing the 
challenge of their health condition.8
People who suffer from CD require a 
dynamic family carer with certain charac-
teristics, such as being able to identify their 
patient’s needs and to provide support in 
decision-making or emotional support.9 
This type of care implies a number of adjust-
ments in their lives regarding family roles 
and changes in their lifestyles, such as reor-
ganising schedules in order to fulfil personal 
duties, thus having a considerable impact on 
their quality of life.10
Often, family carers provide immediate 
care to people with chronic diseases. They are 
a family member who provides support and 
facilitates coping and the recovery of patients 
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Table 1 Characteristics of the sample and chronic 
condition (n=11)
Characteristics n (%)
Gender
  Male 2
  Female 9
Age (years)
  20–40 3
  40–60 5
  60+ 3
Relationship
  Married/couple 6
  Sister 1
  Mother 4
Education
  Primary 6
  Secondary 1
  University 4
Years since patient diagnosis
  0–10 4
  10–20 3
  20+ 3
with chronic diseases.11 People affected by CD need 
a family carer prepared to assume the role of carer-su-
pervisor, above all in contexts in which family support is 
important,12 whose aim is to maintain an optimum state 
of health of the person being cared for, according to 
the existing circumstances. Informal carers often divide 
treatment duties,13 sharing tasks that vary from practical 
to emotional support, decision-making or accompani-
ment to healthcare services, as well as compensating for 
the family roles of the sick family member and providing 
emotional support. All of these duties must be achieved 
by carers who are mostly self-taught and who lack logis-
tical or emotional support.14 15
Many studies have been conducted in relation to the 
perceptions and experiences of family carers of people 
with invalidating illnesses. However, studies about family 
carers living with people with non-invalidating chronic 
diseases are scarce.16 17 In the case of CD, several publi-
cations about carers’ quality of life and their burden are 
available, although few have specifically focused on the 
carers’ own experience.18 19
With the view of furthering the limited research 
performed to date on the experience of being the family 
carer of someone with CD and to address the wide range 
of concerns regarding how best to care for such people, 
the present qualitative study was undertaken in order 
to explore the experiences of informal carers within a 
context in which family represents social support. There-
fore, the aim of this paper is to explore the experiences of 
carers of family members with CD.
MethODS
Study design
A qualitative study20 was performed in the province of 
Alicante on the Mediterranean Coast of Spain by using a 
contemporary phenomenological approach based on life-
world research, which was described by Peter Ashworth21 
and Karin Dahlberg as a blended approach that specifically 
explores how daily experiences manifest in the lifeworld 
of individuals through consideration of selfhood, soci-
ality, embodiment, temporality and spatiality. Phenome-
nology is described as the study of phenomena as they 
manifest in our experience, of the way we perceive and 
understand phenomena and of the meaning phenomena 
have in our subjective experience.22 More simply stated, 
phenomenology is the study of an individual’s lived expe-
rience in the world.23 By examining an experience as it is 
subjectively lived, such as the case of CD family caregivers, 
new meanings and appreciations can be developed to 
inform, or even reorient, how we understand that expe-
rience. However, in this study, phenomenology is used 
in terms of methodological application and guidance, 
which is the reason why an approach aligned with the 
study aim of exploring the life experiences of CD family 
caregivers was selected. Moreover, the in-depth interview 
was selected as an adequate technique for exploring the 
reality of participants from their own point of view.24 All 
interviews started with just one open question based on 
the study aim.
Setting and participants
The starting sample selection consisted of 19 family 
caregivers who were recruited through people with CD 
who participated in a previous study25 and were selected 
using the ‘snowball’ method, achieving what is known 
as maximum variation sampling.26 All participants were 
considered representative for the context of this study 
through the following inclusion criteria: being over 18 
years old, not being a professional or paid carer and being 
the caregiver of a family member with CD diagnosed 
more than 5 years earlier. Most of the participants were 
women and had a direct relationship, either marital or 
consanguineous, specifically, the wife, sister or daughter 
of the participant with CD, according to the typical 
Spanish caregiver’s profile summarised previously by 
other authors27: female and sole caregiver. The provision 
of chronic disease carers within a family in the Spanish 
culture does not occur equally among its members. It is 
usually the sole responsibility of one family member, most 
often a woman, who becomes the primary caregiver by 
performing numerous tasks and making complex deci-
sions on a daily basis.
The principal investigator contacted the 19 partici-
pants via telephone calls, explaining the study character-
istics and inviting them to participate. Afterwards, eight 
family caregivers rejected participation, and therefore, 
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Table 2 The themes and their constituent components or 
subthemes
Themes Subthemes
1. Adaptation 
to the caring 
experience
1.1 Learning by discovery
1.2 Feelings of frustration and guilt
1.3 Tolerating the mood swings of the 
affected person
2. Dichotomy ‘with 
or without me’
2.1 Admiration for their resilience 
against CD
2.2 Feeling irreplaceable
2.3 Assuming the family role of the 
affected person
3. Unending 
burden
3.1 Constant concern for their state of 
being
3.2 Uncertainties regarding the future 
health of their family members
3.3 Concerns regarding future family or 
work issues
4. Need for 
knowledge and 
control of the 
disease
4.1 Constant search for information
4.2 Perceived lack of information from 
healthcare professionals
5. Getting used to 
and normalising life
5.1 Monitoring appointments and 
paternalism
5.2 Solidarity with the affected person
CD, Crohn's disease.
11 interviews were conducted with family caregivers of 
people diagnosed with CD (table 1).
ethical declaration
This study was approved by the Ethics Committee of the 
University of Alicante (reference number: UA-2016-06-
20). All participants were informed by the researcher 
from the beginning about the study aim, the methods 
used and the type of interview that would be conducted 
if they accepted, including the information about the 
privacy and confidentiality of the data provided as well as 
their right to abandon the study at any time. Participants 
were also informed about the research team’s purpose to 
share the study results with them once their study had 
ended. Prior to being interviewed, participants provided 
informed written consent, and acceptance was obtained 
from the institutions to which the personnel interviewed 
belonged. The informed consent documents for both the 
participant and the institution also included the objec-
tives and main characteristics of the study.
Data collection
An appointment was planned with those who agreed to 
participate in the setting they freely chose. All of them 
selected their own home. The duration of the inter-
views was between 30 and 50 min, neither counting the 
preambles and previous explanations nor the possible 
interruptions that could arise during them. The principal 
investigator was the interviewer, and each interview was 
audio recorded with the participants’ permission. Prior 
to the commencement of the interviews, participants 
were informed of the voluntary and anonymous nature 
of the study and of their right to abandon whenever they 
preferred, and they were provided with an informed 
consent form containing a detailed description of the 
study characteristics, the rights and responsibilities rele-
vant to their participation and the aims of the study in 
general. All in-depth interviews started with an open ques-
tion asking broadly about the carer’s experience. Data 
saturation was achieved at the ninth interview; however, 
the 11 planned interviews were conducted to collect as 
much data as possible, and the last two interviews left 
were of participants with different characteristics.
Data analysis
Data were analysed using content analysis based on 
phenomenology, according to Van Manen’s28 recommen-
dations and due to the approach selected. We explored 
both the expressed (consciously elaborated) and implicit 
factors that emerged in the interviews regarding the partic-
ipants’ experiences. Once the interviews were transcribed 
by the interviewer through software Express Scribe, the 
contents were presented to the participants for corrob-
oration of the transcription accuracy. Following this, the 
thematic content analysis29 and subsequent production of 
results were performed.
The analysis was started individually by each researcher 
and was consequently categorised into themes with 
subthemes provided independently by each researcher. 
Once the transcriptions were checked by each member of 
the research team, the interviews were read and reread in 
their entirety by team members, who were all experienced 
in the topic and in qualitative analysis, aiming to formulate 
several ideas that could summarise the transcripts and to 
annotate any initially arising concepts. No digital analysis 
program was used. Once each researcher had identified 
the pertinent data individually, he or she created what 
he or she considered relevant themes and subthemes. At 
this point, a meeting was held in which each researcher 
presented his or her findings to the team. A discussion 
took place, and consensus was reached on coincident 
information, thus performing a triangulation process on 
the different sets of data. Through an iterative process 
of unitising, discussing the themes formulated individu-
ally and refining the agreed on themes and subthemes, 
the reliability gradually improved and finally reached a 
plateau of high reliability on average for the emergent 
themes and subthemes developed in consensus.
Patient and public involvement
No patient was involved in this study. We will thank 
patients both personally and publicly for their coopera-
tion when reporting data in academic society.
Findings
Five themes with subthemes were identified from the 
resultant data analysed (table 2): (1) adaptation to the 
caring experience, (2) dichotomy ‘with or without me’, 
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(3) unending burden, (4) need for knowledge and 
control of the disease, and (5) becoming accustomed and 
normalising life. We did not find differences among the 
caregivers’ relationships; however, those with more years 
of experience and having lived through their relatives’ 
surgical intervention provided more data compared with 
the rest, as was expected.
theme 1: adaptation to the caring experience
Subtheme 1.1: learning by discovery
The people closest to those with CD stated they had 
had to learn by themselves to care for and attend their 
affected family members, as reported, ‘It was very difficult, 
because we didn’t know what to say, as there is no cure and we 
didn’t know anything about the disease, but little by little we 
have learnt so far’ (P06). They even had to learn mostly on 
their own regarding specific techniques: ‘How to change 
the (colostomy) bag was explained to me in five min, and I was 
astonished, and at home, I learnt little by little, and in one week, 
I had it all under control by myself’ (P02).
Subtheme 1.2: feelings of frustration and guilt
Occasionally, participants expressed feeling unable to 
meet their family members’ needs and provide them with 
the support they deserve: ‘I think they should visit a psychol-
ogist, my help is not enough’ (P05), and ‘I tried to console 
her, but it was very difficult because, of course, there is no cure 
and sometimes, you don’t know what to say or do’ (P06). This 
feeling even appears when the caregivers believe they 
have not done enough to get the patients to a medical 
centre earlier: ‘Well, you feel a little guilty, because you think, 
maybe if I had taken them at the start of the week instead of 
waiting….’ (P07).
Subtheme 1.3: tolerating the mood swings of the affected person
People who are in close circles of those diagnosed with 
CD complain that their family member has changed. 
According to them, the character of the person they care 
for changes, mostly when the disease is active and they 
have to live with the ‘new’ personality of the patient: ‘He 
himself realizes that he is a different person, he’s even lost his 
sense of humour, everything…’ (P08), and ‘And the way he 
speaks… he was rude to me, when he had never been like that’ 
(P01).
theme 2: dichotomy ‘with or without me’
Subtheme 2.1: admiration for their resilience against CD
The interviewees often reported that they value the way 
in which their family members live with the disease: ‘She 
happens to be a very positive woman and very keen to carry 
on, she always says she’s fine, even though she’s dying on the 
inside’ (P09). They even feel admiration for their family 
members because, according to the carers, their sick 
family members are the ones who cheer up the surround-
ings: ‘My wife is extremely strong, if I’m the one who is down, 
she is always cheering me up, without any psychological support’ 
(P10).
Subtheme 2.2: feeling irreplaceable
Among the interviewees, there are constant manifestations 
in which they feel they are the only real support their sick 
relative has: ‘Then the companion ends up a little tired, but if they 
aren’t there, the patient sinks’ (P11), and ‘I’m the only one my 
sister could talk to, so besides being her sister, I am also her confi-
dant, perhaps without me she would have needed a psychologist’ 
(P03).
Subtheme 2.3: assuming the family role of the affected person
When the health of a person with CD is diminished, either 
because they are having an active bout of the disease or 
because the consequences of the disease impede normal 
activity, the person at their side assumes the family roles 
that the former would otherwise occupy: ‘When she is 
unwell, I take care of the child, so that she can rest and the child’s 
life is not affected’ (P07), and ‘I acted as father and mother 
when my husband was hospitalized or was unwell’ (P02).
theme 3: unending burden
Subtheme 3.1: constant concern for their state of being
The interviewees expressed feeling constantly alert 
regarding their family members’ health since it is very 
important to them to know the state of being of the patient, 
and in most cases, patients conceal their true state of health: 
‘Since she always plays things down, you never know how she really 
is, and that worries me’ (P07), and ‘She doesn’t tell me anything, 
until you go into the bathroom and see drops of blood in the toilet 
and then you ask her to tell you how she is’ (P05).
Subtheme 3.2: uncertainties regarding the future health of their 
family members
Beyond being concerned for the true and current state of 
being of those affected by CD, the people closest to them 
deal with concerns for the future health of their loved 
ones and the uncertainties of the future life they will face: 
‘It’s always in the back of your mind that they might develop 
cancer or something like that’ (P04), and ‘And then you think 
they could have left the (colostomy) bag in place forever, or at some 
stage in their life they’ll have to put another one in place and that 
is, well, it’s complicated’ (P02).
Subtheme 3.3: concerns regarding future family or work issues
When carers consider the future, they do not seem to give 
priority to their own future yet show a constant concern 
for their sick relative. This is reflected in their statements 
regarding sentimental relationships or keeping a job: 
‘They say they sacked him because his productivity had dropped, 
but I know otherwise, it’s because he’s sick, we’ll see if he finds 
another job’ (P01), and ‘She was with a guy, but she didn’t 
want him to see her scars, it was very hard for her and in the end 
they let it go, I don’t know if she’ll ever have a boyfriend again or 
if she’ll remain single, and that worries me’ (P09). They even 
consider whether or not their ‘patients’ will be able to 
have children and raise them: ‘I feel as we are already helping 
them bring up a child, they couldn’t have any more (children), 
because the illness stops them from having any extra energy’ 
(P07), and ‘Sometimes I ask whether she has thought about 
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getting pregnant, but she always avoids the topic, I think it’s 
something that worries her’ (P11).
theme 4: need for knowledge and control of the disease
Subtheme 4.1: constant search for information
Despite those suffering from CD having extensive knowl-
edge of their disease, their family members show a need 
to have the same or more knowledge than the person 
with the illness, either via the healthcare professionals 
they meet or web pages and social media:
Immediately I started searching the net and the 
Spanish Crohn’s Association web page, and eventual-
ly, you find everything out and you’re always connect-
ing to web pages that are properly maintained and 
that you know are reliable. (P10)
The doctors do their rounds in the mornings, so I was 
none the wiser, until one afternoon I went to their 
room and asked them to explain everything to me 
about what was happening to him and what might 
come to pass, because it wasn’t clear to me from what 
he was telling me. (P02)
They even create their own theories as to the appear-
ance of the disease and its bouts: ‘He developed it because he 
smoked a lot and because of the high levels of stress at work and 
due to the mortgage on the flat’ (P01).
Subtheme 4.2: perceived lack of information from healthcare 
professionals
The family carers of people with CD feel that the infor-
mation received from healthcare professionals is insuffi-
cient. In fact, most of their statements manifest not having 
sufficient information and having to look for alternative 
sources of information such as other people with CD or 
their family members:
The doctor told us it was a childhood illness, as if she 
had caused it herself, yet I left without knowing clear-
ly what she had, and you end up speaking with differ-
ent people… and what with how long she’s had the 
disease, then you know what it is. (P09)
A proper explanation of how the disease acts and how 
it all works was never given. Likewise, when tests are to 
be done, no one explains what is involved or what dif-
ferent options there might be. You always have the feel-
ing of a little lack of attention from the doctors. (P11)
Although, on the other hand, the possibility of placing 
their family member in the hands of a healthcare profes-
sional other than the reference doctor, despite never 
being completely satisfied with their work, finds them not 
wanting to change: ‘Despite almost dying because they stopped 
the medication when they shouldn’t have, we still see the same 
specialist’ (P02).
theme 5: getting used to and normalising life
Subtheme 5.1: monitoring appointments and paternalism
The interviewees accompany their family members to 
all of the medical appointments and keep track of the 
medication as if it were their own: ‘I always accompany him 
to the doctor’s appointments and, of course, to the tests, otherwise 
he loses track and doesn’t know how to take his medication, so I 
keep track of it for him’ (P08), and ‘Either I go with her or my 
mother does, because her husband works, even if it’s just a blood 
test. What’s more, when she lived at home, I prepared her medica-
tion for her, because there were a lot of pills and she might have 
forgotten’ (P07).
Subtheme 5.2: solidarity with the affected person
Living with people with CD would appear to limit the 
lives of family members, and this is expressed by the 
interviewees via restrictions they themselves have decided 
to impose on their own lives. Indeed, they prove to be 
devoted despite facing a situation involving chronic 
illness, and they accept the moments of solitude, in which 
they find themselves over the course of the illness, as 
normal:
You become accustomed to the disease. Yes, I could 
have used someone to help me, to be with me at 
times, because I was all alone, I felt very alone and 
people leave you alone… now I’m accustomed to the 
situation. (P04)
Before the strong bouts, I had always managed to ac-
custom myself to it. I don’t know, it’s not like I saw 
it as something extremely severe, well, it does affect 
you, for example not being able to travel where you 
might like… but you get used to it and of course it 
does restrict you somewhat. (P10)
Well, since he’s always tired, we don’t go out at night, 
and as he can’t eat numerous things, well, we can’t 
go out for dinner either, so you just stay at home, and 
that’s that. (P05)
DISCuSSIOn
The present study reveals the accounts of carers of family 
members with CD. Such care is complex and requires 
excellent competence and skills in order to meet the 
needs of their ill relatives and manage their own lives and 
those of their relatives. The findings of the present study 
reveal the conditions and challenges these family carers 
face by assuming their own family roles, as well as those of 
the person they look after and their particular healthcare 
needs.
At the time the family member is diagnosed, the person 
who is to become the carer is not familiarised with CD. 
The unawareness of the disease and how to deal with 
its progress, the physical and psychological needs of the 
person requiring care and the options and means of 
caring for them generated feelings of frustration among 
the participants of the present study, which in turn dimin-
ished their confidence and sense of control in order to 
serve as carers.30 As with other disease processes,31 the 
family carers in the present study assumed the provision 
of care with no knowledge or experience in dealing with 
the disease, the decision-making, the management of the 
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complications and the interpersonal challenges yet to 
come, all of which could be facilitated if early-stage infor-
mation was available regarding the progression of the 
disease,32 33 information and support that would enable 
the carer and patient to plan for events that might arise 
in the future.34
Feelings of guilt and anxiety appear when family carers 
consider their behaviour is not aligned.35 A certain 
concern or burden is evident due to the constant appre-
hension about the present and future of their affected 
family member. Thus, in line with other studies, it can be 
seen that even when the disease is in remission, the carers 
experience stress.36
One explanation for the reason why they assume this 
role could be culturally based and related to a strong 
sense of obligation, maybe to avoid censorship from the 
rest of the family, because no one else can do it, or just for 
altruistic reasons. Similar to other studies, negative expe-
riences are often described in terms of burden due to the 
constant demands that care entails,37 although a greater 
sense of warmth and satisfaction in their caring relation-
ships was also highlighted.38
Although family carers face practical challenges, they 
must also deal with emotions and emotional outbursts 
from those affected with CD. Nonetheless, it would seem 
they are not proactively looking for help. Values, such as 
those that recent literature defines as ‘familism’39 and 
moral obligation may explain such responses where carers 
might be reluctant to look for help since they perceive a 
strong sense of personal duty to care for sick or elderly 
family members.40 The ‘cost’ of informal care could be 
far reaching, resulting in widely recognised fatigue and 
diminished well-being.41 42
The results of the present study coincide with others 
in that family care involves positive sentiments such as 
love43 and negative feelings such as constant concern. 
Prolonged and constant concern is exhausting. If carers 
have difficulty maintaining compassion, they may be at 
risk of developing harmful consequences, diminishing 
their quality of life and magnifying the burden of care.44 
The findings herein indicate that the family carers partic-
ipating in the present study needed considerable quan-
tities of patience in order to maintain the necessary 
compassion to deal with the numerous frustrations asso-
ciated with caregiving, as well as compassionate ways of 
dealing with frustration.45
Based on the premise that a family system consists of 
a small group of inter-related people and interdepen-
dent elements,46 in order to maintain the process and 
balance of family life, roles must be adjusted when the 
family system encounters challenges.47 This is exactly 
what occurs at each different stage of CD. The impact 
on any given family can be quite variable, for example, 
displays of anxiety and rage over the future of the caregiv-
er’s sick family member. The caregiver must make timely 
adaptations to adopt the caregiver role within the family 
system, especially during times of severe exacerbation of 
the illness.48
Given that an expert opinion contributes to a sense of 
calm and security,49 the carers interviewed stated they 
felt they had poor knowledge and understanding of 
the illness and its care requirements and therefore little 
confidence in the healthcare teams. A clear disconnec-
tion exists between patient needs and family carers and/
or healthcare providers.50 There is a large gap between 
the needs of family caregivers and the capacity of the 
current healthcare system to satisfy their needs.49
The chronic care paradigm must change from a 
patient-based scope to a patient-carer-based one in order 
to empower individuals and their families or support 
networks.51 52 The importance of patient-centred care 
services has been emphasised in recent years by the most 
important health organisations such as the WHO and the 
European Commission, yet it is time to support the needs 
and preferences of carers as well.53 As with other chronic 
conditions such as cancer, taking into account the experi-
ence of the CD family caregivers would benefit the care-
givers themselves.54 55
Those interviewed in the present study perceived a 
lack of resources, advice, information and emotional 
support from healthcare professionals. Merely knowing 
how to help would increase satisfaction and diminish 
concerns.45 56 Family members may appear to be invisible 
to the healthcare system, yet they are used as a resource 
and perform a wide range of tasks.57
Growing evidence suggests that family support for 
patients with CD greatly contributes to the management 
of such a condition.58 Healthcare services are increasingly 
considering that family carers of people with CD should 
collaborate with healthcare teams in order to achieve 
greater quality and effectiveness in the care process.59 60 
Nonetheless, the results of the present study show that 
caregivers need the type of support that allows them 
to face challenges, take care of themselves and remain 
healthy in order to be able to support the burden of care. 
Health professional teams could include family caregivers 
of CD people in different interventions such as psychoed-
ucational ones, psychotherapeutic ones, caring or even 
home-based supporting programmes. The effectiveness 
of applying those interventions with caregivers individu-
ally or by combining them according to the needs of the 
caregivers has been demonstrated.61–63
A tradition exists in Western culture based on poten-
tiating isolated, autonomous and independent individ-
uals, but the reality of a chronic illness, such as CD, and 
its management are undertaken as a social and family 
obligation in Mediterranean culture. In the present 
study’s results, such ethical and moral implications can 
be observed in the actions performed for someone else’s 
sake, namely the family member being cared for. Further-
more, confidence in others increases when the degree of 
attendance tends to increase. It can be said that family 
carers are directly involved in the lives of their sick rela-
tives64 65 and as such, healthcare professionals must recog-
nise the unique values and beliefs of their patients and 
their carers in regard to weighing treatments and other 
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options and adjusting the healthcare services to their 
needs.66 There is a demand for improved healthcare 
education, information and quality of services for carers 
since carers must be recognised within the healthcare 
process.67
COnCluSIOn
The findings of the present study contribute to an 
increase in the knowledge and comprehension of the 
experience of being the family caregiver of a person 
with CD. This caring process for chronic illness has a 
significant temporal dimension since CD is known for its 
bouts of exacerbation and remission, in which the carer 
must get adapted and acquire specific skills previously 
unknown for them as the disease keeps advancing. The 
lack of inclusion and follow-up of the caregiver within 
the Spanish health system makes them feel invisible and 
useless and may be related to the burden they reported.
Moreover, the lack of information and support for 
carers of people with CD would appear to go unnoticed by 
healthcare providers. Consequently, it is recommended 
that healthcare professionals and organisations incorpo-
rate CD carers’ experience along with the caring process 
for CD people by implementing inclusive and culturally 
congruent programmes.
research limitations
The results presented must be understood within the 
context of the limitations of this study. First, the present 
study is based on the information gathered in one sole 
interview, in which the carers were asked to describe 
their experiences up to that moment. The interviewees 
recruited were carers looking after family members diag-
nosed more than 5 years previously, yet a longitudinal 
study would be necessary to unravel the finer details 
inherent in the changes in the course of the disease. The 
data gathered reflect the experience of carers from the 
province of Alicante, Spain; thus, they cannot be extrap-
olated to other populations that do not possess similar 
characteristics. This geographical limitation should be 
addressed in future research with similar approaches 
in other provinces of Spain or similar cultures. A larger 
sample would allow a more complete understanding of 
the situation of family carers of people with CD. Nonethe-
less, this sample presented a variety of caregiving expe-
riences at different stages of the disease and of different 
types of relationships, making the results presented trans-
ferable to other carers.
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